An increasing number of patients with cystic fibrosis are now reaching age 16 years' and so are experiencing adolescence. Opinions differ as to whether normal adolescents are especially likely to develop disturbance, but in view of the fact that teenagers do face tasks related to the development of identity, and that this must involve self-evaluation which is more difficult for the physically handicapped child because of his difference from a normal child, it might be reasonabie to expect adolescents with cystic fibrosis to show special problems. This suggestion is supported by the results of Burton, 2 who found that young patients with cystic fibrosis experienced many difficulties. More than half the preschool children in her study showed evidence of disturbed behaviour-for example excessive temper tantrums-and an even greater proportion (70 %) of schoolchildren exhibited symptoms of social unsettledness-that is they were unforthcoming, under-reactive, timid, and afraid of new situations or tasks.
In the USA Boyle et al. 3 found a higher incidence of emotional disturbance in their group of adolescent and adult patients with cystic fibrosis. Dorner4 found adolescents with spina bifida-another chronic physically handicapping condition-to be socially isolated, and often miserable or depressed.
In view of these findings it seemed appropriate to carry out further study of psychosocial factors in adolescents with cystic fibrosis.
Material and methods
All patients aged between 12 and 16 (mean years in September 1977, and attending the Cystic Fibrosis Clinic at this hospital were asked if they would like to take part in the study. There were 30 such patients, but one family failed to reply, one girl was unwilling to co-operate, and one girl agreed to take part but was too unwell to do so, so 27 (14 girls, 13 boys) patients were studied.
The parents and children were interviewed in the hospital on the day of their routine clinic appointment (by EMB) about their attitudes to the illness. Using a semi-structured schedule the patient was first interviewed, and then the parent (or parents) accompanying the child. In 23 cases this was the mother alone, in 2 cases it was the father, and two sets of parents were interviewed jointly.
In addition to the interview the mothers were asked to complete the Malaise Inventory based on the Cornell Medical Index as used in other studies. 6 Behaviour of the children in school was assessed by the Rutter Child Scale B2 (Teachers),6 which was completed by all schools attended by the patients, and the consultant physicians gave a chest x-ray score based on the Crispin-Norman scoring system,7 which indicated the severity ofeach child's condition.
were living at home except for one boy who attended a weekly boarding school for the physically handicapped.
Twenty-two families had both parents living at home, 4 mothers were divorced and had custody of the children, and one father was divorced with custody of his son.
Fourteen (52 %) families belonged to social classes I and II, 6 (22 %) were social class HI (non-manual), 4 (15°/) were social class III (manual), and only 3 (11 %) families were in social classes IV and V. The most noticeable feature was that there were so few in classes IV and V. This may be partly explained by the fact that 60% of the patients had transferred from local hospitals to this Cystic Fibrosis Centre; most ofthe parents were middle-class and highly articulate, and had asked for the transfer.
Severity of pulmonary involvement. Using the Crispin-Norman scoring system for chest x-rays7 9 (33 %) patients (7 girls and 2. boys) were rated as quite severely ill, with a score of 15 or over; 10 (37 %) patients (6 girls and 4 boys) were moderately ill, with a score of 10-15; 8 (30%) patients (2 girls and 6 boys) were rated as mild, with a score <10. Only 6 (22 %) patients had been admitted to hospital once, or more than once, during the preceding year.
Attitude of the patient to the hospital and to the illness. Patients (11 %) of the girls felt so strongly about it that they said they were intending to stop treatment and to leave home when they became 16 years old.
Each patient knew the name of his illness and no one could remember a time when he did not know it. All had a fairly good understanding of cystic fibrosis and realised that there was no cure. Only 9 (33 %) of them (3 girls and 6 boys) wished to find out more about the illness, and only 3 (11 %) patients (all boys) had ever talked to the physician alone. The other 24 (89 %) patients did not wish to have a talk with the doctor and said 'they preferred not to know more', and only 2 (7 %) patients wished to speak to a counsellor-for example a psychiatrist or social worker-about their feelings. When asked what they thought was the worst feature of the illness, only 2 patients referred to the fact that it was incurable, and the other 25 identified physiotherapy, diets, or tablets. Nearly all (26 patients) said that they could talk to their parents about their illness and their worries, although only half the patients had ever done so at any length.
Attitude ofthe parents to the illness and to the hospital. Each parent said that he was concerned that his child would die and 12 (44%) described themselves as 'worriers'. Only 2 families said that they actively discouraged discussion of cystic fibrosis in the home, but in half the families the patients themselves tried to change the subject whenever cystic fibrosis was mentioned, although the majority of parents resisted this. All the siblings knew about cystic fibrosis, as did all the neighbours and friends of the families. Twenty (74 %) families supported the Cystic Fibrosis Research Trust and attended meetings regularly, raising money for research, and indeed, many of these families appeared to have a missionary zeal directed towards spreading information about the illness. These 20 families all said that they had learned more about cystic fibrosis from the Cystic Fibrosis Research Trust than from the hospital.
All the parents were satisfied with the medical care that their children received at the clinic and all were able to see the doctor without the child being present. However, only 5 (15%) parents felt that they were positively encouraged to discuss their difficulties, while 20 (77%) said that if they initiated a discussion the doctor was prepared to join in. Two (7 %) parents felt that they were discouraged from discussing problems.
The person, other than the spouse, to whom each parent found it most helpful to talk when concerned about his child is shown in Table 1 department, although 12 (44%) parents were currently seeing the medical social worker at the hospital. None of the families had seen a psychologist or psychiatrist during the previous year, although 3 mothers said they thought that this might have been helpful.
Behaviour at school. Using the cut-off point of nine points or more on the Rutter Child Scale B2 (Teachers),6 only 2 (7%) patients (1 boy and 1 girl) had behaviour problems at school, compared with 6-6% of normal 14-year-old children. 8 The girl attended a special school and came from a disturbed family background and the boy was at a comprehensive school and it seemed likely that his difficulties arose from the fact that he had an IQ of 150 and the school was unable to stretch him academically. Twenty-three (75%) parents were happy with their children's progress at school, but 4 (15%) parents felt that their children had general learning problems. These 4 children (2 boys and 2 girls) came from families in which there was current marital conflict or in which a previous marriage had ended in divorce. Most parents felt that the illness did not interfere with school work and all the patients felt that doing well at school was extremely important, so that they were prepared to do extra work to keep up with their class.
The boys were much more enthusiastic about physical education and games than the girls, and of the 3 boys who did not participate, 2 would have liked to have done but were too ill, and 1 boy said that he was not interested. The 5 girls who participated with difficulty disliked games and tried to avoid taking part (Table 2 ).
Social relationships. The teenagers in this study did not appear to be socially isolated and this was true (Table 3) . These results are similar to those obtained for a group of normal 14-year-old children5 in which nearly 45% of the children had experienced feelings of misery (42% of the boys and 48% of the girls). Four girls in the present study had at some time felt that life was hopeless and not worth living; no boy had felt like that. The results showed the patients more seriously affected with cystic fibrosis contained a somewhat higher proportion (75%) of those feeling very miserable, than the proportion (47%) of those less Depression-that is loss of energy, tearfulness, inability to sleep-was found to be pronounced in 12 (44%) of the mothers in this study and was significantly higher (P<0 001) than the 14% of the mothers found depressed in a study of normal 14-year-old children.5 The mother's depression seemed to be related to the severity of the child's illness, as 8 (67%) of the 12 mothers who were depressed had quite seriously ill children.
On the Malaise Inventory, 8 (31 %) mothers answered 'yes' to at least 7 questions indicating malaise, compared with 11 % of mothers in Rutter's group (P<0-01).5 This proportion of depressed mothers is similar to that of Dorner9 who found that 32 % of mothers of children with spina bifida suffered from malaise.
None of the wives felt that her husband was depressed, and none of the few men who were interviewed admitted to depression. All the mothers felt that being in full-time employment removed the men from direct exposure to the illness. In fact many of the mothers also worked outside the home; one mother was a full-time student, and 18 (67 %) of the mothers were in employment-one full-time and the others part-time. All of these 18 mothers frequently felt miserable. Most of the mothers felt that they worked primarily to escape from the illness and to forget about it for part of each day. Six mothers of the 9 quite severely ill patients were able to work part-time. There had been marital breakdowns in 5 (18%) cases which compares with 12% of the general population after a similar average number of years of marriage.10 This difference was not statistically significant.
Four other parents said that they were unhappily married and that the marriage would have ended had it not been for their ill children. Of the 5 divorced parents 4 said that the marriage had broken down because of the genetic basis of the illness, and 3 of the 4 parents who were unhappily married also blamed the genetics ofthe illness.
Family relationships. Most of the teenagers felt that they had good family relationships and could talk to their parents, and that the family did things together. Twenty-two (81 %) patients said that they had no difficulties with their mothers, 20 (74 %) patients had no difficulties with their fathers, and 19 (70 %) patients had no difficulties with siblings.
Families in which a sibling had died from cystic fibrosis. It might have been expected that the 6 (22 %) patients and families that had already suffered the loss of a child through cystic fibrosis would be particularly vulnerable to stress. However not one of these patients was experiencing any difficulties at school, none was isolated, and the family relationship in five of the families was excellent. All the patients knew about the dead siblings as all the parents had discussed the subject with the affected child, although most parents had stressed that the child who had died had been much more severely ill.
Four of these 6 mothers were depressed and one of the marriages was unhappy, being one of those only remaining intact because of the ill child.
Discussion
This study was undertaken in order to find out how families with an adolescent cystic fibrosis patient coped with the illness and to identify the problems, both social and psychological, which the patients themselves experienced.
Studies in the USA3 11 12 suggest that there is a higher incidence of emotional disturbance-that is excessive anxiety, unexpressed anger, poor self image, and inadequate peer relationships-among patients with cystic fibrosis (not only adolescent) than in the general population. However, although the present study shows that there is a tendency towards more depression and misery among adolescents with this condition than is found in a normal group, the difference was not pronounced-that is 63 % compared with 45 %, and not statistically significant. Girls did seem to show misery and sadness more often than boys, but they also tended to be more seriously ill. The girls however, did seem more likely to react negatively to the illness than boys. For example, the girls were more likely to object to the transfer to an adult hospital and to attending the clinic.
School did not present any real difficulties for the patients, although the girls performed less well than the boys at physical education and at games. Indeed most boys participated with such enthusiasm that it seemed to give them an extra interest in life, and 2 of the 3 boys who could not take part seldom missed a football match when their local team was playing. Contrary to other studies, the patients in the present study did not appear to be socially isolated, including even those who were quite seriously ill. However, it must also be added that the majority of these patients did not put themselves into a position where they might suffer rejection or feel socially isolated as only 2 teenagers went to discotheques or dances. They also appeared to be immature and only 2 had friends of the opposite sex.
Family relationships appeared to be good with the affected teenagers having if anything fewer arguments with their parents than normal children. 
